Introduction
============

Sub-Saharan Africa (SSA) continues to combat the spread and effects of HIV.[@b1-ppa-12-1393],[@b2-ppa-12-1393] Even though evidence-based prevention and treatment strategies have been implemented, SSA still bears a high burden of HIV compared with other regions.[@b1-ppa-12-1393]--[@b3-ppa-12-1393] In the midst of the current "test and treat" guidelines where anyone testing HIV positive is immediately initiated on antiretroviral therapy (ART),[@b4-ppa-12-1393],[@b5-ppa-12-1393] efforts to keep patients fully engaged in care are necessary to ensure persistence with treatment. Patient engagement in care, the active involvement of patients in discussions and decisions regarding their care,[@b6-ppa-12-1393]--[@b8-ppa-12-1393] has been shown to result in better ART adherence and improved clinical outcomes.

Barriers to patient engagement have been classified as intra-personal, inter-personal and system-level.[@b9-ppa-12-1393]--[@b13-ppa-12-1393] Addressing system-level barriers is an important step in assisting patients to overcome their unique and varying intra and inter-personal challenges. At the system-level, high-income countries advocate for patient-centered care as the optimal approach to enhance patient engagement,[@b14-ppa-12-1393]--[@b16-ppa-12-1393] and interventions in this setting usually focus on provider training.[@b17-ppa-12-1393] However, even in well-resourced settings, patient engagement can be difficult to achieve. SSA faces the challenges of poor health infrastructure, high patient volumes, limited systems to insure continuity of care, and a care system that tends to be physician-centered.[@b18-ppa-12-1393],[@b19-ppa-12-1393] Provider-focused patient engagement approaches that have been tested in high-income countries may not be applicable in SSA. Studies that explore how best to engage patients within a resource-constrained context, and that strive to understand local contextual factors, are urgently required to address the existing knowledge gap.

The overall goal of our study was to identify approaches to promote greater patient engagement in HIV care in western Kenya. The work described in this paper explores HIV patients' perceptions, experiences and expectations of their engagement in care. We used qualitative methods to address three main study questions: 1) How do patients living with HIV experience access to HIV care and ART adherence? 2) What are HIV patients' understanding and expectations of clinician--patient communication and patient engagement? 3) How do patients living with HIV individually experience clinician--patient communication and patient engagement?

Material and methods
====================

Study setting
-------------

We conducted this study within the Academic Model for Providing Access to Healthcare (AMPATH*plus*) health facilities. AMPATH*plus* is a partnership between Moi Teaching and Referral Hospital (MTRH), Moi University, and a consortium of North-American Universities focused on delivering HIV care in western Kenya.[@b20-ppa-12-1393] We targeted one urban site (Moi Teaching and Referral Hospital, MTRH) and two rural sites (Webuye and Busia). MRTH is the largest urban AMPATH*plus* clinic representing a high ethnic and geographical diversity of patients living with HIV, located in Eldoret, Rift Valley Province. Webuye and Busia are rural sites where the majority of the residents are living below the poverty line.

AMPATH*plus* clinics are open every weekday between 8 am and 5 pm, but closed evenings and weekends. Clinics schedule return visits for new and non-adherent patients within 1--2 weeks in order to initiate the appropriate treatment in a timely way and to closely monitor those having difficulties with treatment adherence. Stable patients are given 3--6 months return dates. Clinic appointments refer to a day only, not to a time of day, and on the day that a patient has a return visit, patients are seen on a first come first serve basis. Patients see whichever provider is available when they reach the front of the line.

Participants
------------

Eligible participants were: 1) 18 years and older, 2) confirmed to be HIV positive, 3) receiving HIV care at one of the three included AMPATH*plus* clinics, 4) on ART, and 5) willing to participate in the study. We excluded patients who were critically ill, unable to consent, or unable to speak in English or Swahili. Our protocol was reviewed and approved by both the Moi Teaching and Referral Hospital Institutional Research and Ethics Committee and the Institutional Review Board of Brown University. We obtained written consent from all participants. We conducted all interview sessions in private rooms and did not use participants' names during the interview sessions.

Study design
------------

We conducted in-depth interviews and focus group discussions (FGD) between January and December of 2016. We recruited a purposive sample of patients until the predetermined total of 86 patients (24 in-depth interviews and 62 participants in eight FGDs) was achieved to fill the following strata: gender (female vs male), site (urban vs rural) and length in HIV care (newly enrolled ≥3 months and ≤6 months in HIV care vs older patients ≥12 months in HIV care). We chose this number because based on prior experience, we believed this number would allow us to achieve saturation.[@b21-ppa-12-1393]

Conceptual framework for in-depth interviews and FGD
----------------------------------------------------

The six function model of medical communication that links specific communication elements to concrete health outcomes[@b22-ppa-12-1393] was used to guide the development of the interview guides. This model includes the following constructs: 1) fostering the relationship, 2) gathering information, 3) information provision, 4) decision making, 5) enabling disease and treatment-related behavior, and 6) responding to emotions.

Study procedures
----------------

Each week, the clinical team in each of the three clinics identified eligible patients who would be attending clinic that week. Those interested in participating were referred to trained research assistants stationed in private rooms, who provided more information about the purpose of the study and obtained written consent.

We developed an interview guide with the following main domains: 1) patient socio-demographic characteristics of age, gender, education level, and ethnicity; 2) experiences with HIV testing and linkage to HIV care; 3) benefits and barriers to HIV care; 4) clinician--patient relationship expectations; 5) clinician--patient communication expectations; and 6) clinician--patient interaction experiences. We pretested the guide on a convenience sample of 8 patients from the AMPATH-MTRH clinic. Based on the pre-test findings, the guides were revised and translated to Swahili. Back translation was done to ensure that the Swahili and English versions were similar.

The eight FGDs each took 1.5 hours, and were done first, in order to inform the 24 in-depth interviews. In-depth interviews took approximately 45 minutes. We audio-recorded all sessions. We offered participants an inconvenience fee of 200 Kenyan Shillings (2--3 USD) at the end of the interview sessions. This amount is locally appropriate and is considered sufficient for lunch and transportation needs.

Analyses
--------

We transcribed audio recordings verbatim, and the four interviews conducted in Swahili were translated to English. We used NVivo 8™ (QSR International) for coding and analysis. For validation, two investigators (JW and CK) conducted independent coding and identification of themes on twelve transcripts. These two investigators met regularly to discuss and agree on emerging and conflicting codes while revising the code book. Once the code book was finalized and consistency achieved, two additional trained research assistants assisted with coding. We used thematic analysis,[@b23-ppa-12-1393] with data coded under one or more themes. New themes were identified and added to pre-existing categories from the interview guide during the analysis. Data were scrutinized for differences and similarities within themes. The final results consisted of summaries, interpretations and textual excerpts.

Results
=======

Of the 86 people approached, none declined to participate. Median age was 37 years, 48 (56%) were females, and 79 (93%) had at least a primary level of education.

We present findings according to five main themes that emerged from our analyses: 1) patients desired active engagement in care, 2) patients' experiences of engagement, 3) providers' interpersonal behaviors are critical for patient engagement, 4) rational boundaries, and 5) patient-identified factors that would facilitate their engagement.

Patients desired active engagement in care
------------------------------------------

All patients expressed a strong desire to actively participate in decisions regarding their care. The majority however felt that it was the clinician's responsibility to engage patients in treatment discussions and decision-making. This included clinicians taking a lead role in getting to know their patients' social and medical background. Patients defined engagement as the provider: 1) explaining to the patient the recommended treatment regimen, 2) considering the patient's opinion before taking any action, 3) asking for the patient's permission before ordering tests, and 4) discussing and agreeing before starting/changing a treatment regimen. They advocated for these actions as a way of making them feel more engaged.

> He should ask me how the drugs he prescribed for me the last time have affected me or if I have experienced side effects. I will then inform that after taking those drugs I either had a headache or that drugs were okay, with no side effects. We can then progress from that point. \[FGD 1 Male 12+ months\]
>
> When he wants to change the drugs for you, he should tell you the reasons. Not just writing the prescription in a hurry. I do not know if these pens have been cursed to have the clinicians write in a hurry. If you know the reasons you will not have a problem accepting those drugs because he has educated you. \[FGD2 Male 12+ months\]
>
> You must discuss, he explains to you and you also give your opinion until you are content. It should not be that he just tells you. He should seek your opinion because it is important. \[Male 12+ months\]

Patients' experience of engagement
----------------------------------

Despite their desire to actively participate in care, patients' experiences with providers varied. Those who had been in care for 12 months and more reported that they had experienced both clinicians who had engaged them as well as those who had not. Patients interacted with a number of clinicians during the course of their treatment.

> We go to different rooms; you might go to a room (referring to clinician room) who will involve you. They are usually different because others just want to serve you and let you go. \[FGD2 Male 12+ months\]

On the other hand, patients who were newly enrolled in care (3--6 months in care) recognized the element of time as important in their engagement. Most of them felt that they had not yet been engaged, but were hopeful that it would happen with time.

> They are yet to involve me but I am hopeful they will involve me \[...\] Time will tell. \[Female 1--3 months\]

Clinicians' interpersonal behavior is critical for patient engagement
---------------------------------------------------------------------

A consistent emerging theme across all groups was the influence of providers' interpersonal behavior on patients' engagement with care. All patients desired that their clinicians make them feel welcomed, and noted both verbal and non-verbal ways in which this could be communicated. They reported to have experienced clinicians who were welcoming as well as those who were not welcoming.

> Sometimes you get someone (clinician) who does not even greet you. But there are those who welcome you well. They even give you a seat and ask "So and so, how are you?" \[...\] "Do you have any problem? \[...\]" They just listen to you and that is nice because it means they have accepted your condition \[...\]. \[FGD Female 3 months\]

A majority of patients also appreciated clinicians who went beyond provision of care and showed concern about their socio-economic wellbeing.

> I really like Dr X because every time you go there she must greet you, "How are you?" And ask "How are things at home? How do you live? What is the source of the water that you use? Is it from the well?" So you realize that this person is asking you all these questions for my own good. My wife told me that she has been told that if things get worse there is somewhere where we can get food. She told me that she has been told by the clinicians that if there is any problem for instance she needs flour for the baby's porridge she should go to a certain place \[...\]. \[Male 12+ months\]

A few patients expressed the need to feel like a normal human being when they visited the health facilities. "Normal human beings" was an expression they used to refer to HIV negative individuals. They therefore expected clinicians to talk to them politely and respectfully.

> \[...\] a relationship is the way they (providers) treat you when you get there (clinic), they treat you like a normal human being. Just like those who are not HIV positive. And when you ask them a question they answer you politely and nicely until you feel happy. You feel like the other people (HIV negative). \[Male 12+ months\]

Patients expressed relational boundaries when engaging with their clinicians
----------------------------------------------------------------------------

Although patients wanted physicians to be friendly and warm, they differed on the degree to which they wanted to share non-medical information with their clinicians. For some, issues not related to their physical wellbeing, including their psychological, social or economic wellbeing, were viewed as personal and not discussed with clinicians.

> You could be having a problem at home such as not having food, you cannot tell him "give me some money to buy the children mandazi (snack) or food". There are some problems that you cannot say, you just keep quiet and struggle on your own. \[FGD 4 Female 12+ months\]

Some patients reported that they would only be open to their clinician, if the clinician asked them to.

> If I have come to the clinic I will only respond to what he will ask of me. \[Male 1--3 months\]
>
> When we got to the doctor, you enter and you are asked if you have a problem? \[...\] we respond according to what we have been asked although you may find that we have problems where we live. \[FGD 2 Female 1--3 months\]

Others stated that they would inform the clinician about their challenges with care only if they perceived that the clinician understood their situation. There were those who recalled instances where they feared telling their clinicians that they had missed their medication due to fear of being reprimanded.

> It will only be easy if that clinician is someone whom when you talk to him he understands you, that way you will be free to talk to him without holding back anything. \[FGD 1 Male 12+ months\]
>
> I was scared \[...\] I felt like I had done a mistake. You know there are some drugs like the ones for TB which you have to take daily \[...\] I feared he would get angry and shout at me so I just kept quiet. \[Male 1--3 months\]

Given the constant emphasis on adherence to treatment, a majority of patients expect clinicians not only to understand the challenges they are facing with care but also provide them with the necessary support. However, patients felt that some clinicians were not well informed about the treatment guidelines. They therefore did not see the need to share some of their concerns with such clinicians since they would not receive the right feedback.

> At times when you talk to the clinician about the side effects he urges you to continue using those drugs and maybe because nowadays the drugs are combined they could be three drugs in one and maybe you are reacting to one of these three drugs. That is why I think some of the clinicians are yet to understand which drug in the combination is bringing about the side effects, or what is leading to this side effect, all they do is send you to the lab for viral load to check that it is suppressed but you as the patient you are suffering inside. \[FGD 1 Male 12+ months\]

Patients identified factors that would facilitate their engagement
------------------------------------------------------------------

Patients identified factors that made it easy or difficult for them to talk with their clinician, which included patient, provider and system-level factors. These factors were consistent among both newly enrolled patients and those who had been in care for 12 months and more.

Some patients felt obligated to talk with their clinicians regardless of whether the clinicians created a conducive environment.

> Let me tell you, it is all about sacrifice especially now that I decided to voluntarily come here (referring to the HIV clinic) \[...\] if there is a challenge that I am going through (referring to an ailment) it is a must I tell them. \[Male 12+ months\]

Despite this, patients emphasized the importance of provider--patient interaction time, the length of time patients have interacted with the care system, and support systems for patients. A few patients who had been in care more than 12 months expressed confidence in taking an active role in their care.

> I think it depends on you because like for me I have been here for 10 years and I know that you should speak for yourself, it shouldn't be a situation like that of a police station where they are the only ones asking you questions. When you get to the clinician you should be knowing your condition because the time is limited you had better say what's ailing you so that you can be attended to quickly, if you go there and you do not speak up he will say "Do you want to be taken to your home in a casket because you are not using your drugs as prescribed" and you as a sick person you will not like such a talk \[...\] \[FGD 1 Male 12+ months\]

Patients with good adherence had more confidence about talking with their providers than those who had poor adherence. Some felt that physicians had a preference for adherent patients.

> It becomes easy to talk to your clinician when you genuinely know that your adherence is good and that you are taking your drugs well but you are still falling ill. \[FGD 1 Male 12+ months\]

In addition, rapport between the patients and providers that leads to good provider--patient relationship created the right setting for dialog.

> \[...\] It is usually easy for me to talk with them. There are those who are friends and when you meet them they want to talk to you and ask you how you are doing or the challenges you are facing and that shows that he cares about you and there is good relationship between you two. \[Female 12+ months\]

High patient volume was also seen as contributing to low patient engagement since clinicians were too fatigued to engage patients in their care.

> Yes, it is not easy \[...\] It's not easy. I know for instance if the clinician has attended to like ten patients then you come in at 5 pm and maybe he is tired he will not have time, the only time he will be having is time to write you a prescription so that you can go pick your drugs. He will not even ask you whether the drugs he prescribed to you the previous month affected you or not so that he can change for you the prescription. You cannot tell him that the drugs you prescribed for me the other week or month affected me maybe "I'm feeling weak, or I'm over sleeping or my body is really heating up" please change for the drugs. For him as long as you have enough drugs he doesn't have time to listen to what you have to say because there are many patients (waiting to be attended to). \[FGD 1 Male 12+ months\]

Finally, a few participants noted that peer support groups can be an avenue for patients to share experiences and be empowered about how to interact with clinicians and the care system.

> For me it has been easy but it took time to get there, it is the sessions that I realized. \[...\] The group sessions that I used to attend. At times when used I go to the clinician and I didn't have money, I had struggled to even get fare to the clinic, getting food is a hustle, we did not think those were issues to let the clinician know so that he can give us relevant referrals. But nowadays I tell him that "honestly at times I forget to take my drugs on time" so that he can help me. \[FGD 1 Male 12+ months\]

Discussion
==========

There are five main findings from this research. First, patients living with HIV in Kenya want higher levels of engagement with care. Second, levels of engagement are inconsistent, varying by provider. Third, providers' interpersonal skills influenced patients' level of engagement. Fourth, patients identified relational boundaries that influenced the kind of information they shared with their providers. Fifth, patients identified factors that would promote or impede their engagement with care including those related to the patients, providers, and health system. These findings provide insight into how patients view patient-centered care in western Kenya, and provide a foundation for developing contextualized patient-centered interventions within HIV care programs in SSA.

Even though there is evidence and support for patient-centeredness even in SSA,[@b24-ppa-12-1393],[@b25-ppa-12-1393] these are the first data that we are aware of that directly address how patients in SSA are currently thinking about patient-centeredness in HIV care. Studies have shown that patients generally have a wide range of preferences; some prefer that they or their providers make the most of the treatment decisions, while others desire shared decision making.[@b26-ppa-12-1393] Consistent with findings from other regions,[@b27-ppa-12-1393] our findings revealed that patients living with HIV generally want to take an "active role" in decisions about their HIV care. In a region that has historically had a paternalistic approach to care,[@b28-ppa-12-1393] these findings suggest that HIV care programs in the region may need to adopt a more patient-centered focus.

Despite patients' desire for more engagement with care, their engagement expectations were not always met. There have been similar finding in more developed contexts.[@b26-ppa-12-1393] A qualitative study conducted among HIV care providers in Kenya revealed that lack of adequate provider training and low system-level support were barriers to the adoption of patient-centered care.[@b29-ppa-12-1393] Patients in this region may therefore be ready to communicate freely with their clinicians about the challenges they face with their care, and to partner with their clinicians to identify solutions. However, providers, and the health systems in general, may not yet be well prepared for this level of engagement from their patients, in part due to resource constraints. Additional multilevel studies that apply more rigorous scientific approaches are needed to better understand these dynamics, as well as to identify suitable context-specific, patient-centered interventions.

Patients expressed that it is difficult to openly discuss their treatment views and concerns without the assent of clinicians.[@b30-ppa-12-1393] Patients clearly perceived that poor adherence negatively influenced clinicians' views of patients' engagement with care.[@b29-ppa-12-1393] Patients also clearly expressed the desire that clinicians provide higher quality interpersonal care, such as being more welcoming, concerned with patients' social wellbeing, and empathetic when patients experienced challenges with care. Providers who have a higher respect for their patients tend to engage in more rapport-building, social chitchat, and positive talk with their patients, thus promoting more patient-centeredness.[@b31-ppa-12-1393] Interventions that promote mutual respect between providers and patients and facilitate more substantive and meaningful provider--patient interaction are needed. Despite generally wanting clinicians to be respectful, friendly and warm, respondents differed in the degree to which they wanted to share personal and psycho-social information.[@b32-ppa-12-1393]

Power imbalances between clinicians and patients are a major barrier to patient-centered care and shared decision making,[@b33-ppa-12-1393] and both clinicians and patients would benefit from training and skills development in these areas. For patients, this could involve taking advantage of peer support programs that have been shown to improve uptake of HIV care among patients.[@b34-ppa-12-1393] For clinicians, on-the-job training on provider--patient adherence communication[@b35-ppa-12-1393],[@b36-ppa-12-1393] as well as task shifting[@b18-ppa-12-1393] may be crucial to ensure that clinicians have the skill and time to adequately respond to the patients' needs. Emphasis should especially be placed on the value of clinicians interacting and supporting patients who may be viewed as non-adherent.

Health care systems in SSA continue to face a myriad of challenges, including high patient volume, low provider--patient ratio, and d clack of continuity of provider--patient relationship, that impede efforts to promote better engagement with care for patients living with HIV.[@b18-ppa-12-1393],[@b19-ppa-12-1393],[@b24-ppa-12-1393],[@b37-ppa-12-1393] In this context, the following three distinct but interacting layers have been identified as important: 1) factors that influence and shape the performance of providers; 2) structural and organizational features of the health system; and 3) the broader socioeconomic environment in which health workers operate.[@b24-ppa-12-1393] Our findings, through the eyes of patients, support the need for interventions on all three of these levels.

Our study has several limitations. First, AMPATH*plus* is a comprehensive HIV care program that is over 20 years old, and our findings may not generalize to settings with less well-established HIV care infrastructure. Second, while we suspect that our findings are generalizable to the wider Kenyan population, studies in other settings, both in Kenya and elsewhere in SSA, are needed.

Conclusion
==========

In conclusion, we found that patients in AMPATH*plus* are anxious to be more involved with decision-making about their HIV care and would like their clinicians to be more supportive of that goal. Interventions that encourage and facilitate shared-decision making in HIV care in SSA are needed, and, at least in the setting that we studied, patients appear more ready for such interventions than clinicians. In addition to these clinician--patient communication challenges, patients identified a number of problems with HIV care that are more structural, and that will require different types of interventions.

The authors would like to thank all the study participants for taking part in the study. We would also like to acknowledge the data entry personnel, data managers, administrative and clerical staff, for enabling the management, interpretation, and publication of these data. We are also grateful to the AMPATH clinical and administrative staff, for their dedication in caring for patients, and their attentiveness in accurately recording their patients' data. This research was supported in part by a grant to the AMPATH Partnership from the United States Agency for International Development as part of the President's Emergency Plan for AIDS Relief (PEPFAR) and Lifespan/Tufts/Brown Center for AIDS Research (LTB CFAR NIH/NIAID fund P30AI042853). The contents of this study are the sole responsibility of AMPATH and do not necessarily reflect the views of USAID or the United States Government.

**Author contributions**

All authors made substantial contribution to the conceptualization and design, acquisition of data, analysis and interpretation of data. The first author (JW) drafted the article and all authors listed played an important role in revising the manuscript for intellectual content. All authors provided final approval of the version to be published and are accountable for all aspects of the work.

**Disclosure**

The authors report no conflicts of interest in this work.
